INTRODUCTION: Patients have different rights, one of which is their right to access health information. The aim of this study was to identify patients' rights to benefit from consumer health information services using a qualitative method.
Introduction
H ealth has always been the highest priority for people; however, nowadays, people are more willing to be involved in health subjects and pay significant attention to their own health and even their family members' health. [1] The healthcare "triple aim" of enhancing outcomes, yielding better patient care, and cost decreasing can be obtained by utilizing the patients' involvement in health subjects. [2] In fact, patients require to be exposed to the adequate and opportune information which influences healthcare [3] in order to:
• Understand the current situation and treatment of their own health as well as their families • Take over the responsibility of coordinating health care and decreasing duplication of services while multiple healthcare is involved • Provide a long-term personal health record which displays their health conditions and care services received over the time. [2] According to Article 19 of the Universal Declaration of Human Rights, access to the information is considered a universal right, and access to the health information is also considered a prominent method to enhance health and improve the life quality.
By the beginning of 1970s, an important portion of the American Hospital Association statement on a patient's bill of rights (1973) was the patients' education which indicates patients' rights to access to the whole current health information such as diagnosis, treatment, as well as prognosis in an understandable way and adequate information that can help them to make better decisions on their health care. [4] Due to the rapid development of online technologies, information seeking process and its tools change dynamically, and consequently, they influence the way people access, use, and interact with healthcare information. [5] In this situation, it is necessary that the medical librarian take over considerable responsibilities to consumer to delivery of health information according to their skills and competencies. [1] In various studies, access to health information services, including the rights of library customers, has been taken into consideration. According to Zahedi and Zahedi, provision of various information resources based on the needs of library customers, helping them to use information resources, creating free access to information resources, respecting the rights of library customers, and providing accurate and authentic responses to their information requests are among library customers' rights, which have been mentioned in the ethical codes for librarianship. [6] Patients and recipients of health services are a special group of library customers. Some of the most important and common issues in the ethical codes of library and information science and standards for hospital libraries in different countries, and in the IFLA Code of Ethics, related to information recipients are as follows: respect for the right to free access to information, [7] [8] [9] [10] confidentiality and privacy of received information, [7] [8] [9] [10] [11] [12] [13] [14] [15] fair and equal access to information, [8, 9, 11, 13, 15, 16] the highest level of access to library services with organized, useful, reliable, and unbiased resources, [11] training users regarding information retrieval and using library services, [13] respectful behavior by information service providers, [7] promotion of information literacy and client information skills and continuing training and lifelong learning for all users, especially patients and their families, [9, [17] [18] [19] assurance of customer satisfaction, and continuous assessment of current and future information needs. [17] As it is evident, most codes of ethics of library and information science in different countries have considered general users and have not paid particular attention to patients. Now, considering the specific conditions and needs of this group, their level of health literacy, and the information gap existing between them and healthcare professionals, it seems necessary for medical librarians and health information professionals to identify patients' special rights to benefit of health information services and to compile and implement them. Hence, the aim of this study is to identify patients' rights to benefit from consumer health information services.
Materials and Methods
The research method was qualitative using a Delphi technique. Delphi is a method used to get experts' opinions on a given subject. [20] By systematically refining the answers of those participating in the study, this method seeks to reach a consensus of opinions. [21] From among the applications of a Delphi study is the identification and discovery of factors creating a topic, as well as formulation of policies and regulations. [20] In this study, these issues have been dealt with.
At the first step in the present study, we prepared a questionnaire based on literature review, which led to the identification of 7 dimensions and 36 items. To increase the participation of the panel members, we explained the research purpose, the usefulness of its results for them and for the beneficiaries of the research, as well as the confidentiality of their information at the beginning of the questionnaire. We also mentioned the number of possible rounds existing in the sent questionnaire. These considerations are also emphasized by Feizi and Irandoost. [20] Moreover, in addition to the main dimensions and items, a table was predicted for possible items, which might be proposed by participants. The questionnaire was foreseen based on a 10-point Likert scale (from 1 to 10), and experts determined the importance of its items (from very important to very unimportant). The panel members were selected based on a nonprobabilistic, purposeful sampling method (12 people Therefore, in the present study, the individuals in Delphi panel included medical librarians and health information professionals so that the role of these individuals in protecting the patients' rights in using health information services can be specified. The observation of these rights by librarians has been particularly pointed out in the librarians' ethical codes and standard of hospital libraries. However, these rights are general and they need to be investigated in more detail.
Feizi and Irandoost mentioned this number to be 10 to 18. [20] It took about two weeks to answer the first stage. After the questionnaires were returned, the data of the questionnaires were entered into the SPSS software and were analyzed. In a Delphi study, the level of consensus among experts was chosen by researchers. Thus, in this study, mean values of 8 and higher were considered to be levels of consensus. Feizi and Irandoost emphasize that determining the level of consensus makes it possible to repeat the research and to compare the levels of consensus. [20] After data analysis, from among the dimensions and items foreseen at the end of the first stage, only the mean value of one item was less than the level of consensus; therefore, the item was excluded. However, we proposed a new dimension (the professional behavior of healthcare professionals with patients) with eight items. We added an item to the dimension content richness. We also edited some items in terms of writing. Therefore, the questionnaire of the second stage consisted of eight dimensions and 43 items. We sent the second stage questionnaire to the panel members and asked them to send back the completed questionnaire by the scheduled date. In addition, at the beginning of this questionnaire, we explained changes made in this questionnaire in relation to the first stage, as well as the mean values for each item and dimension obtained at the first stage. In other words, to inform the panel members of the proposed dimensions and items, we placed them in a table separate from the main table so that they can be identified and monitored by the panel members.
The second stage questionnaires were received after about 2 weeks (12 people delivered their questionnaires). Eventually, patients' rights in the field of consumer health information services obtained 8 dimensions and 42 items (one item was excluded). In addition, as in the first stage, each dimension and item with a mean value of 8 or higher was selected at the second stage, too. The statistics in this study were of a descriptive type (frequency, percentage, and mean), and SPSS version 16 (USA, Chicago, SPSS Inc.) was used for data analysis.
Results
The review and conclusion of the dual rounds of Delphi showed that the experts reached a consensus. In fact, the first round questionnaire had seven dimensions and 36 items, but after sending it to the experts, one item was excluded, and a new dimension and eight new items were proposed. Ultimately, the second round questionnaire, containing eight dimensions and 42 items, was approved.
According to the result obtained from the first round of Delphi, the highest mean value was 9.83, belonging to "access to up-to-date, valid, and reliable health information," and the lowest mean value was 7.67, belonging to "avoiding any censorship in the preparation and presentation of scientific content" (Item 20). The latter was excluded because it was less than the level of consensus (the mean value was 8). Therefore, 35 items were approved at the end of this round. In the first round, the highest mean value was 9.30, belonging to the dimension "the professional behavior of medical librarians with patients," and the lowest mean value was 8.38, belonging to the dimension "ease of using health information centers" [ Table 1 ].
Based on the results obtained in the first round of Delphi, the second round questionnaire was prepared and sent to the panel members. After they were returned, dimensions and items with mean values higher than 8 were selected; and eventually, eight dimensions and 42 items were finalized. In fact, the highest mean value among the dimensions was 9.34, belonging to "content richness," and the lowest mean value was 8.66, belonging to "the professional behavior of healthcare professionals with patients." Meanwhile, from among the items, the highest mean value belonged to "access to up-to-date, valid, and reliable health information" which was 9.77, and the lowest belonged to "provision of information about the disease to patients or their eligible companions" which was 8.46. Meanwhile, the items "collaboration and agreement between the physician and other healthcare professionals" and "provision of services by health information professionals" were excluded from the items due to their obtaining scores <8 [ Table 2 ].
Discussion
Based on the results obtained from the second round of Delphi, we identified and approved 42 final items and eight dimensions including the right to health knowledge, the right to access to health information, the professional behavior of medical librarians with patients, content richness, information-seeking skills, awareness of new services and products, the ease of using health information centers, and the professional The possibility of receiving personalized consumer health information services 8.58 The acquisition of the required IT infrastructure for the access of patients with disabilities (disabled people, elderlies) to health information 9.25
To receive the health information matching/corresponding to the patients' needs, awareness, and knowledge
9.50
The professional behaviors of medical librarians with patients Mean=9.30
To consider the patients' privacy (such as disease information and identification) 9.50 Considering the patients' distinctions (such as race and ethnicity( 9.58 Appropriate and respectful behavior by medical librarians and medical information specialists
9.33
Justice in presenting consumer health information services (type, amount, and cost)
9.67
To receive correct and complete responses to information needs requests 9.50 Considering the patients' preferences in consumer health information services 8.58 Providing trust in patients about the scientific and professional abilities of medical librarians
9.08
Providing responses to the patients questions at the minimum possible time 9.42 Attention of medical librarians to the principle of serving and avoiding personal gain 9.08
Content richness Mean=9.12
Avoiding any censorship in the preparation and presentation of scientific content 7.67 Not receiving incorrect and misleading information 9.50 Access to up-to-date, valid, and reliable health information 9.83 Access to a variety of health information items (in the stages of prevention, diagnosis, treatment, and rehabilitation of patients)
9.42
Access to easy to read health information 9.67 Regular identification of patients' information needs and effective action to make them accessible The ease of using of health information centers Mean=8.83
Ease of using health information centers (registering, browsing, downloading, and information storing)
8.92
The existence of facilitating/easy rules for using libraries and health information centers
8.75
The convenience of using libraries and health information centers (physical facilities) Receiving consumer health information services in any place any time (7 days of week and 24 h)
9.38
Possibility of receiving personalized consumer health information services 8.54
Acquisition of the required IT infrastructure for the access of patients with disabilities (disabled people, elderlies) to the health information
9.30
Receiving the health information matching/corresponding to the patients' needs, awareness, and knowledge
9.42
The professional behaviors of medical librarians with patients Mean=9.31
Considering patients' privacy (such as disease information and identification)
9.60
Considering the patients' distinctions (such as race and ethnicity) 9.61 Appropriate and respectful behavior by medical librarians and medical information specialists
9.45
9.33
Receiving correct and complete responses to information needs requests
9.39
Considering the patients' preferences in consumer health information services
9.04
Providing trust in patients about the scientific and professional abilities of medical librarians Establishing a special team to identify the needs, resources, and desirable health information to patients under the supervision of medical librarians
8.61
Not receiving incorrect and misleading information 9.32 Access to up-to-date, valid, and reliable health information 9.77 Access to a variety of health information item (in the stages of prevention, diagnosis, treatment, and rehabilitation of patients)
9.38
Access to easy to read health information 9.61 Regular identification of patients' information needs and effective action to make them accessible
9.16
Attractive texture and content of health information resources 9.53 Patient's confidence in the accuracy of the provided information 9.36 Information-seeking skills Mean=9.32
Information service providers' sufficient skills in providing correct information
9.52
Training and upgrading the level of information-seeking skills of patients (search, evaluation, and effective use of information)
9.12
Awareness of new library services and products Mean=8.95
Receiving consumer health information services through new methods and tools
9.07
Rendering continuous information to patients on new services and facilities of libraries and health information centers
8.84
The ease of use of health information centers Mean=8.94
Ease of using health information centers (registering, browsing, downloading and information storing, etc.)
8.99
Existence of facilitating/easy rules for using libraries and health information centers 8.91 Contd... behavior of healthcare professionals with patients. In fact, the highest mean value among the dimensions belonged to "content richness" and the lowest belonged to "the professional behavior of healthcare professionals with patients." Meanwhile, from among the items, the highest mean value belonged to "access to up-to-date, valid, and reliable health information" and the lowest belonged to "provision of information about the disease to patients or their eligible companions." In benefiting from consumer health information services, one of the patients' rights is the right to health knowledge. Patients should have freedom and discretion in choosing and using information. They should also be aware of how to use health information. The ethical codes of Croatia, the United States of America, Australia, and IFLA, too, recognize awareness of knowledge as one of the users' rights. [7, [9] [10] [11] Standard for Hospital Libraries 2007 emphasizes the importance of health knowledge awareness for everyone. [19] Dalrymple and others consider well-informed workforce and citizens among the characteristics of a healthy society. [22] Kazerani considers informing patients and allowing them to participate in decision-making to be among patients' rights. [23] Increasing the knowledge and awareness of patients about their illness can help reduce costs and time, as well as increase patient self-esteem in the process of disease and improve their quality of life.
The "right to access health information" is patients' second right in benefiting from consumer health information services. The presence of a suitable platform for patients' access to health information at any time and any place regardless of physical and mental conditions is another right of patients. Regarding the importance of hospital libraries and information services, Marshall emphasizes the use of new technologies in delivering information to patients and considers patients' condition as an important factor in determining the type of technologies provided to deliver information to them. [24] Kostagiol and Zimeras refer to the positive effects of using the modern hospital libraries of an electronic supportive system on the quality of lifelong learning. [25] The Hong Kong Library Association has considered facilitating access to information and satisfying the needs of library users as the most important duty of librarians and information providers. [26] Ethical codes of Croatia, Armenia, Estonia, China, the Czech Republic, and Singapore somehow consider receiving information services regardless of nationality, race, religion, age, gender, disabilities, political thoughts, and social status to be among patients' rights. [8, 9, 12, 13, 15, 16] Canadian Library Association also considers facilitating access to information as everyone's right. [14] Quick and easy access to information is one of the important factors in increasing the use of health information by patients. Medical librarians should provide this platform (hardware, software, workforce, and equipment) regardless of their circumstances (disability, age, gender, race, etc.). The higher the access to health information, the greater the likelihood of using the information will be. Observing these rights is one of the aspects of justice in accessing health information. The professional and ethical behavior of medical librarians with patients and their families is another right of patients and their families, which has been taken into consideration in the ethical codes of Australia, the United States of America, Hong Kong, and IFLA. [7, 10, 11, 26] Justice in providing services, paying attention to patients' values and keeping their secrets, as well as giving appropriate responses to patients and their families' requests for information are among the duties of medical librarians and health information professionals. The respectful behavior of librarians and information providers toward users has been taken into consideration in the statement of professional ethics of Australia, the United States of America, Hong Kong, and IFLA codes of ethics. [7, 10, 11, 26] The ethical codes of Singapore, Croatia, Providing an environment to facilitate the patients' inquires/questions 8.53 Willingness and happiness in responding to patients' inquiries/questions 9.00 Familiarity of healthcare professionals with information facilities and guiding patients to use them
8.53
Providing information about the disease to patients or their eligible companions
8.46
Maintaining confidentiality in providing information to patients or unauthorized people in the treatment process
8.92
Determining consumer health information services and patient education in the patient's electronic health record
8.55
IT=Information technology and the Czech Republic also point out that information services shall be provided to everyone in a fair manner and away from any kind of bias. [9, 15, 16] Access to reliable, up-to-date, and understandable information is one of the patients' rights. In fact, provision of appropriate content is the basis for patients' trust in medical librarians and health information professionals. Croatian and American Library Associations also consider provision of various types of reliable, up-to-date, and understandable information resources to be the right of library users. [9, 11] IFLA emphasizes accessibility to reliable and high-quality information. [10] In addition, the standards for hospital libraries 2007 take into account the provision of high-quality information to patients at different stages of treatment. [19] The standard for hospital libraries in Germany considers the continuous assessment of information needs and updating information resources the duties of librarians and information providers. [18] In fact, information quality can help reduce diseases, improve treatment process, improve self-care quality, reduce costs, and return patients to normal life quickly.
Another dimension of patients' rights is the right to be aware of new services and products, which has been taken into consideration in the standards for German and American hospital libraries. [18, 19] Medical librarians and health information professionals must inform their customers of their new services and products through appropriate methods such as social marketing. New technologies such as websites and social media can be effective in promoting these services. Cuddy considers information and service marketing as an important element in promoting the services of hospital libraries. [27] Dalrymple considers using new technologies such as social media and the Internet an important factor in the increased use of health information by patients. [22] German Hospital Libraries Association considers using new technologies for the dissemination of information as well as information marketing essential for making libraries attractive to everyone as much as possible. [18] Regarding policies for providing patients with library services, Mortensen and Nielsen state that brochures are important tools in providing library services to such individuals, and they can be available at nursing stations, physicians' offices, and public places. [28] Briefly, patients are less likely to use health information services due to special physical and mental conditions. Thus, the medical librarians are required to refer to the patients and provide the suitable platform to deliver services to them. In this regard, depending on the patient's condition, all available facilities, including information technology (IT), should be exploited properly. Therefore, marketing is an effective factor in attracting more patients to libraries and health information centers.
The existence of facilitating and easy rules for using libraries and health information centers along with facilitating communication with medical librarians and health information professionals are among other rights of patients. In fact, medical librarians and health information professionals should facilitate using health information centers. The Association of Library and Information Professionals of the Czech Republic regards broad access to information resources, irrespective of their storage location, as being among necessary infrastructures for the provision of consumer health information services. [16] In addition, the standard for hospital libraries in German hospital libraries considers appropriate information services subject to the provision of essential requirements (facilities, equipment, etc.) and takes lifelong learning and education under the influence of these requirements into account. [18] Librarians should employ the capacity of existing rules, particularly in relation to patients, individuals with disabilities, etc., and provide appropriate conditions for their using health information. Moreover, it is sometimes necessary to report legal gaps to competent authorities to establish appropriate rules in this regard. Healthcare professionals should provide conditions for patients and their families to ask questions about the disease and should behave toward them cheerfully and respectfully. Meanwhile, healthcare professionals should provide them with useful and understandable information resources. In fact, healthcare professionals should place their professional behavior with patients at the forefront of their goals.
Patients' confidentiality and privacy should be taken into account not only by healthcare professionals but also by librarians and information providers. Respectful behavior with patients is taken into account in most ethical codes, especially in the Australian code of ethics. [7] Necessary information about the disease, treatment methods, risks of treatment, and legal issues should first be put at patients' disposal by healthcare professionals in plain language. However, for some reasons such as lack of time, they have left this task to other individuals such as nurses, medical librarians, and health information professionals.
Patients and their families should be able to easily identify, assess, and use resources they need, and this is among their other rights. Darlymple mentions possessing health literacy, health information literacy, and health information-seeking skills necessities for well-informed citizens and as well as patients to have a better life. [22] The Australian and Estonian Library and Information Associations regard assisting users in identifying information resources as a duty for librarians and information providers. [7, 13] Moreover, the professional code of ethics of Hungarian librarians states that a library should become an environment for self-study and enhancement of skills. [29] In fact, the skill of medical librarians in finding high-quality information is an important factor in increasing the trust of patients in their capabilities and skills, and this is a prelude to increased use of health information by the patients.
Medical librarians and health information professionals should constantly identify patients and their families' health information needs and adopt effective measures to meet these needs. Sometimes, failure to use health information is not due to lack of reliable and up-to-date information resources, but it is rather due to the inability and lack of skills to search for information and/or unawareness of the presence of these resources. Furthermore, appropriate professional behavior of medical librarians, health information professionals, and healthcare professionals would be a factor greatly affecting the continued use of health information centers. The fitting of equipment and facilities and using new technologies to help people with special needs such as the disabled and the elderly are among patients' other rights and are among the main responsibilities of medical librarians and health information professionals.
There were some limitations in the process of this study, some of which are as follows: the information resources used in designing the Delphi questionnaire were only in English and Persian. Therefore, other languages have not been among the studied information sources. Members of the Delphi panel were only selected from Iran. Therefore, the results have been influenced by Iranian culture and conditions. On the other hand, the Delphi technique seeks to reach a consensus on a given subject among selected experts. Therefore, the results obtained from the consensus in this study cannot necessarily be the most accurate results, and they should be generalized more carefully. Furthermore, there is a need for more extensive research into this issue; for instance, international institutions such as IFLA and Associations of Hospital Libraries should conduct research into this issue at a widespread level and compile necessary codes of ethics and standards for everyone, especially for patients.
Conclusion
Regarding patients' rights to benefit from consumer health information services, eight dimensions and 42 items were identified and approved in this study. Out of this number, "content richness" was identified as the most important component by the members of the Delphi panel. Patients and their families need up-to-date, valid, and understandable information at different stages including prevention, diagnosis, treatment, and rehabilitation. With valid and reliable health information, patients will actively participate in their treatment decisions. Part of this information is provided by healthcare professionals and most of them by medical librarians and health information professionals. The right to access and use health information should first be recognized by health authorities, and then, a suitable basis for its realization should be provided. In fact, the asymmetry of health information between healthcare professionals and patients is one of the challenging issues in relations and interactions between them; and medical librarians play a fundamental role in reducing this gap. To realize these rights, healthcare professionals, medical librarians, and health information professionals should take necessary training courses to enhance their knowledge and change their attitudes toward this issue, and these rights should be provided in the form of a new course in the student's curriculums. They should also be installed in the form of regulations in public places in hospitals and even in hospital libraries so that they can be seen by everyone. On the other hand, patients may be less likely to use hospital libraries due to their physical and mental conditions; so, it is the duty of medical librarians to refer to patients and their families and use marketing techniques to increase their use of health information services.
This study shows that the patients' rights to benefit from consumer health information services have been less widely considered, and identifying these rights is a necessity. This study will help researchers in designing measurement tools so that other researchers using them will be able to measure these rights. In addition, medical librarians can apply these rights in policies and planning.
